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1 | INTRODUCTION

Recent attention in the UK has been keenly focused on what goes
wrong in health care, and with good reason. At the most basic level,
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Abstract

Context: The aim of this study was to ask whether there are shared ideas about what
good health care looks like that apply across different populations and conditions. Do
priorities among “seldom heard” groups differ from mainstream views and, if so, how
might we understand these differences?

Design: Focus groups were recruited with the help of our study patient representa-
tives. Participants discussed and prioritized a set of eight “core components” of good
care. We recorded and transcribed the data for thematic analysis.

Setting and participants: We recruited people who are seldom heard in health and
policy research for separate focus group discussions (one each with illegal drug users,
Irish Travellers, migrant workers, young men and learning disabled people). We also
ran a reference group of educated, older adults and an online group with people with
long-term conditions.

Results: There were few differences in what participants thought was important in
health care but considerable differences in their expectations that they might personally
receive good care. Differences related to participants’ previous experiences. The drug
users group reported particularly poor experiences and low expectations of good care.
Discussion: Differences in what is regarded as an entitlement or privilege in health
care underline the persistence of structural and relational differences in how services
are experienced. While we can be reassured that core aspects of care are similarly
prioritized across different patient groups, including those who are seldom heard, a
more intractable challenge remains: how to provide equitable health care for marginal-

ized groups in an unequal society.
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health and care services should be safe and delivered by trained staff
with the appropriate mix of skills and caseload.* In the last decade,
several initiatives have sought shared understanding of what “good

care” looks like and how it could be monitored. But we do not know
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whether these definitions and standards encompass what matters to
“seldom heard” groups, that is sections of the population who are typ-
ically left out of research.” Are priorities different when care is viewed
from less familiar, typically less privileged, perspectives? Given the
enduring health inequalities in England (despite a National Health
Service free at the point of delivery®), a focus on “seldom heard”
groups is important. Here, we examine the reach of current ideas
about what matters to patients, drawing on focus group discussions
with people (illegal drug users, Irish Travellers, migrant workers, young
men and learning disabled people) who are seldom heard in health and
policy research.

Robert and Cornwell” reviewed the literature on what matters
most to patients and examined how this was measured in NHS orga-
nizations in England. They concluded there is considerable consensus
on the elements that matter most. Relational and functional aspects
of care were highlighted: relational aspects include listening to and
spending time with patients, using accessible language, being treated
as an individual, not being labelled, feeling informed and involved
about care and treatment options, having access to knowledgeable
professionals and continuity of care. Functional aspects include effi-
cient processes, positive outcomes and information about innovative
treatments and technologies. A critical interpretive literature synthe-
sis by Entwistle et al.® mapped how skilled and motivated staff can,
through their actions and responsiveness to the individual, enable pa-
tients to do what they have reason to value being and doing within and
beyond health-care encounters. The authors produced a comprehen-
sive conceptual map based on qualitative literature on people’s posi-
tive and negative experiences of care.

The interest in specifying what “good care” looks like in the UK
was boosted by the Health and Social Care Act (2012) mandate for the
National Institute for Health and Care Excellence (NICE) to develop
national Quality Standards for NHS care. These Quality Standards,
which have been developed for an array of clinical pathways and care
settings, draw on the evidence gathered for clinical guidelines. The
standards consist of up to 14 statements for each topic and are in-
tended to define what service providers, commissioners and the public
should expect from care. These can then be used to monitor the pro-
vider’s performance against nationally approved standards. During the
development process, NICE invites contributions from stakeholder or-
ganizations defined as “national patient, service user and carer groups
and voluntary organizations, health-care professional and academic
organizations, and commercial organizations.””

The turn to public involvement is increasingly familiar and justified
through accountability and as well potential to improve decision mak-
ing by involving wider perspect-ives10 (although the evidence for this
remains under developed“). The approach used by NICE, inviting con-
tribution and observation from registered stakeholder organizations,
conforms to expectations about public and patient engagement in pol-
icy, but concerns are regularly raised about whether those members
of the public who are involved are the “right ones” and whether they
are (or should be) representat'ive.u’13 In health research, learning dis-
abled people, illegal drug users, homeless or Traveller populations are
often left out of mainstream studies; they tend to be included when
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they are the sole focus of a study, or when the focus of the study

t14

is on deficit.” These omissions leave our understanding of patients’

experiences incomplete as “seldom heard” groups may have different

views about what matters in health care. Indeed, Lemert*®

argues that
those living at the margins of society can, by their very position, view
mainstream life with a clearer lens than those at the centre. Enduring
health inequalities within the UK, whether yet to be explained by be-
havioural, material or psychosocial orientations,'® underline the im-
portance of understanding the health experiences of seldom heard
groups.17 Therefore, the aim of this study was to ask whether there
are core components of good care that apply across different popula-
tions and conditions. Do priorities among “seldom heard” groups differ
from mainstream views and, if so, how might we understand these

differences?

2 | METHODS

Between January and April 2013, we ran six face-to-face and one on-
line focus group to examine whether how and why ideas about “good
care” might differ when discussed with participants from social groups
who rarely appear in mainstream research. We drew on published

1820 3nd an earlier qualitative second-

health-care quality frameworks
ary analysis of narrative interviews?%?? to identify a set of “core com-
ponents” of good health care to use in the focus group discussions.
We deliberately focused on good rather than basic (such as, my doctor

is qualified to treat me) in selecting the components.

2.1 | Sampling

Participants were recruited through our project Patient and Public
Involvement (PPI) contacts, personal relationships in the voluntary
sector and social media and held in four different parts of England:
Liverpool, West Midlands, Oxford and South London. We wanted four
different locations for the groups and these areas were selected prag-
matically because they were where the different groups were based.
Separate focus group discussions were arranged with migrant workers
(né), Irish Travellers (n8), young men (n10), illegal drug users (n13),
people with long-term conditions (n11) and learning disabled people
(n5) as well as a reference group of older people (n9) who meet for
educational and cultural activities through the University of the Third
Age (U3A). Most of the participants were from pre-existing groups
and were familiar with each other.

2.2 | Informed consent

We took particular care to adapt our consent procedures for the va-
riety of language, literacy and comprehension skills between groups.
Through our local contacts, we circulated information sheets and fly-
ers (approved by CUREC ethics committee, [SSD/CUREC1A/11-278])
explaining what was involved in the study and inviting people to par-
ticipate. Several of the Irish Traveller group had poor reading and writ-
ing skills and we went prepared to audio record consent, and with
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several local helpers, who were well known to the participants, avail-

able to support literacy throughout the session.

3 | FOCUS GROUP
METHODS AND PROCEDURE

We used focus groups to explore the relevance of the candidate core
components with people whose views may be under-represented
in the literature and in the archive we used for secondary analysis.
Focus groups are an established method for using with “seldom heard”
groups,23 allowing researchers to pay attention to those who have “lit-
tle or no societal voice”.?* Being among similar others, in a support-
ive and reassuring environment, can encourage participants to talk
openly. Kitzinger25 argues that focus group work “ensures that pri-
ority is given to the respondents’ hierarchy of importance, their lan-
guage and concepts, their frameworks for understanding the world.”
A skilled group facilitator can shepherd the group through discussions
of personal or private issues and possible contradictions between
accounts.?

Focus groups can also bring difficulties less common in an inter-
view.?” The cognitive and emotional demands of reflecting on other
people’s arguments and engaging opposing views can be particularly
challenging for people with learning disabilities.?® A group in which
some members need frequent explanations or translations to fully par-
ticipate requires particularly alert and sensitive facilitation. Flexibility
in the structure and comportment of groups is particularly important
when working with participants who may not usually take part in
research.

3.1 | Focus group structure

Each group was held in a venue convenient to participants, agreed
with our local contact. The groups lasted between 90-120 minutes
facilitated by at least two members from the research team and, in
two cases, the local PPl member in attendance. Introductions and a
warm-up were followed with discussion about what makes good (and
not so good) health care. Participants were invited to consider the
eight pre-prepared candidate components of “good care” and order
these and any additional priorities. Finally, the groups discussed why
they had ordered the priorities in the way they had.

3.2 | Online discussion forum

We also held an online discussion forum?’ with 11 patients with long-
term conditions. The conditions (some comorbid) were as follows:
Chiari malformation, postural orthostatic tachycardia, Ehlers-Danlos
syndrome, systemic onset juvenile idiopathic arthritis, cerebral palsy,
gender dysphoria, chronic pain, endometriosis. MS, epilepsy, clinical
depression, asthma, polycystic ovaries, sickle cell, chronic heart fail-
ure, atrial fibrillation, osteoarthritis, cataracts and spina bifida.

A webspace “Goodhealthcare” was set up using Ning, a free online
platform for creating social networks. A forum was created for each of

the core components. The details of the forum were shared on social
media, and eleven people were recruited. We invited participants to
read the statements, watch a short illustrative clip from the HERG data
archive and then contribute to a discussion about the importance of
the statement. Participants were encouraged to return to the web-
space to respond to comments left by others. The method allowed
us to hear the views of those we could not reach through the focus
groups, either because of the severity of a long-term condition or that
of someone they cared for. The facilitator, SR, responded to comments
and invited further response which generated richer detail. The site
remained open for comments for a six-week period and then the re-
sponses were collated and analysed alongside the other six groups.
All participants were given £30 shop vouchers for their time as
well as travel expenses if applicable. Compensation is routinely offered
in focus groups.30 It helps to increase participation rates and there is

some evidence that it does not affect responses.31

3.3 | Analysis

All of the discussions were audiorecorded; the research assistant
and facilitators also made notes. The research team met for an
analysis workshop in which we listened to the recordings to capture
the richness of the interaction between participants. Recordings
were also transcribed to enable us to further analyse the content of
what was said. An interpretative, thematic analysis was conducted
while listening to the recordings and further developed using the
transcripts. Our analysis sought to examine and conceptualize the
limitations and reach of components of good care and how they may
vary between groups. We charted the ordering of the “core compo-
nents” from the groups which helped to highlight differences and
similarities. It also enabled us to explore how participants, referring
to their own experiences, regarded the components as good, basic

or aspirational.

4 | FINDINGS

In this section, we compare perceptions and priorities about the con-
stituents of good care between the focus groups. We also consider
why priorities and expectations differ, drawing examples from the sort-
ing exercise and transcribed discussions.

4.1 | Ranking the components of good care

Table 1 shows the rankings of the eight components from six of the
focus groups. There are evident similarities, especially in the most
highly rated components. Four of the six groups selected “taking
time to answer my questions and explain things well” as their top prior-
ity, while the “drug users” group chose “guiding me through difficult
conversations” and the learning disability group chose “letting me see
the same health professional.” Before further discussion of these data,
we should note that some of the participants (particularly in the older
adults, Irish Travellers and young men'’s groups) thought that all of
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TABLE 1 Focus group exercise, ordering the components (from most to least importance)

Focus group 1
Learning disabled
people

Letting me see the
same health
professional

Involving me in
decisions about my
care

Having a friendly
and caring attitude

Having some
understanding of
how my life is
affected

Pointing me
towards further
support

Taking time to
answer my
questions and
explain things well

Efficient sharing of
my health
information across
services

Guiding me through
difficult
conversations

3Shared positions.

Focus group 2
Migrant workers

Taking time to
answer my
questions and
explain things well

Guiding me through
difficult
conversations

Having a friendly
and caring attitude

Pointing me
towards further
support

Efficient sharing of
my health
information across
services

Letting me see the
same health
professional

Involving me in
decisions about my
care®

Having some
understanding of
how my life is
affected?

Focus group 3
Drug users

Guiding me through

difficult conversations?

Involving me in
decisions about my
care®

Letting me see the same

health professional

Taking time to answer
my questions and
explain things well

Having some under-
standing of how my
life is affected

Pointing me towards
further support

Having a friendly and
caring attitude

Efficient sharing of my
health information
across services

Focus group 4
Young men

Taking time to
answer my
questions and
explain things well

Guiding me through
difficult
conversations

Pointing me
towards further
support

Having a friendly
and caring attitude

Efficient sharing of
my health
information across
services

Involving me in
decisions about my
care

Having some
understanding of
how my life is
affected

Letting me see the
same health
professional

Focus group 5
Irish Travellers

Taking time to answer
my questions and
explain things well

Pointing me towards
further support

Having a friendly and
caring attitude

Efficient sharing of my
health information
across services

Guiding me through

difficult conversations?

Letting me see the same

health professional®

Involving me in
decisions about my
care

Having some under-
standing of how my
life is affected
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Focus group 6
U3A members

Taking time to
answer my
questions and
explain things well

Pointing me towards
further support

Having a friendly
and caring attitude

Efficient sharing of
my health
information across
services

Involving me in
decisions about my
care

Letting me see the
same health
professional®

Guiding me through
difficult
conversations®

Having some
understanding of
how my life is
affected

these components could be regarded as essential rather than “good”
care. As one of the Irish Travellers put it, when considering priorities

But they're all things that should be there anyway ....
They are all needed, they are all important. [FG5 partic-
ipant 3]

4.2 | Differences and similarities in priorities
between groups

While most participants agreed that staff “having a friendly and caring
attitude” was important, it was apparent from discussions that this
included different elements such as displays of empathy (warmth,
eye contact, smiling, remembering personal details), behaving with
respect, willingness to listen, being careful to check understanding
and taking concerns seriously. The migrant workers explained that
language difficulties could be overcome if the health professional had
a genuine desire to understand. The older adults warned that offence
could be caused if staff equated friendliness with overfamiliarity, for
example if they used first names without permission.

“Guiding me through difficult conversations” was rated as partic-
ularly important by the migrant workers, drug users and the young
men, while signposting to further support was rated highly by the
older adults and lIrish Travellers. Learning disabled people, migrant
workers and some of the Irish Travellers said that receiving leaflets
or website addresses for additional information would be of little use
to them. However, personal advice and information was appreciated.
The young men and people with long-term conditions welcomed ad-
ditional information from doctors as long as this was not seen as a
way to avoid engagement during the consultation. One young man
recounted a consultation about a skin problem where the GP hardly
spoke and just printed a page from a website for him. People with
long-term conditions said it was important for health professionals to
consider broader needs for information and support and wanted de-
tails of support and advocacy organizations. The drug users group had
different views on this topic depending on whether they were already
integrated into support networks, or had not (yet) accessed support
from social care or voluntary agencies.

Efficient sharing of information across services was considered im-

portant but did not attract any “top 3" ratings. Several participants said
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one would expect services to be up to date about a patient’s health
so this was a feature of basic rather than “good” care. However, with
the exception of the migrant workers, participants in all groups shared
stories about something going wrong because information had not
been communicated between services, or between different members
of staff in the same service. Young men, older adults and the long-term
conditions groups suggested the best strategy to avoid such failings
was to take responsibility themselves for making sure information was
communicated where needed. They acknowledged this would not be
easy for everyone.

Participants across the groups were clear they wanted to be in-
volved in decisions about their health care, this was in the top 3 priori-
ties for learning disabled people and the drug users groups. Drug users
explained that health professionals needed to listen to patients’ feed-
back about the treatment they received and that staff should acknowl-
edge that long-term drug users often have relevant knowledge about
drugs and their effects. Migrant workers said that respect for personal
decisions and preferences were particularly important in mental health
and women'’s health care. A slightly discordant note came from the
young men who agreed they would lose confidence in their GP's med-
ical abilities if he or she invited them to look at the Internet together
during the consultation. They explained that since they would not go
to see the GP without “googling” their symptoms first, this was a waste
of time for both parties.

There were differences of opinion about whether it was important
to “see the same health professional.” Learning disabled people and
drug users rated this in their top 3 priorities and said that they val-
ued being able to build a trusted relationship with a doctor. The older
adults and Irish Travellers said that seeing the same doctor could be
efficient and inspired confidence if it meant that the doctor knew them
and their medical history. Some hoped that seeing the same person

was less important than having a joined up system

If information is shared and people are talking to me and
trusting me then it’s not so important to see the same per-
son all the time. [FG5 participant 1]

The young men (who had had few health problems themselves) saw

this differently and valued prompt access over personal continuity:

That'’s not important at all.... If you've got an illness that
bad, if you've got an illness and you want to see the same
health professional you're not really ill, you just want to

have a conversation with somebody. [FG4 participant 7]

There were different views about how important it is for the health
professional to understand how the patient’s life is affected. Three
groups rated this least important and none of the groups rated this
in the top 3, although some of the learning disabled people thought
that this should be considered basic, rather than good care. One of the
reasons for the differences might be the examples that were given,
including awareness of people’s hobbies and activities. As one of the
drug users group put it:

Until you get your main core of problems worked out, you
ain’t going to be talk about jobs and hobbies. | have to
think about whether my tent is going to get flooded and
feeding my dog. Nothing like work and hobbies. [FG3 par-
ticipant 8]

4.3 | Other examples of good care

At the start of the focus groups, we asked participants to tell us about
what they saw as indicative of good care. This was illuminating. The
drug users, who were conscious that health professionals sometimes
reacted with hostility and suspicion when they saw their history of
drug use, stressed the importance of health professionals listening to
their views and attending to their feedback about treatment effects.
The Irish Travellers said they would like to see colour-coded medi-
cines for people who do not read, a coordinator or broker to act as
a go-between with services, and access to a familiar doctor for out
of hours care. The older people group emphasized prompt referral to
specialists, use of consistent evidence-based approaches to treatment,
and recognition that relatives and friends might also need information.
Some of the young men who had been in hospitals with friends or fam-
ily commented on the bright lights, hard reflective surfaces and alarm-
ingly loud noises; they suggested that hospitals would be healthier
places if they were quieter and less threatening. Migrant workers said
they valued staff who behaved professionally and respected confiden-
tiality—one told a story about a GP’s receptionist in her home coun-
try who had disclosed a patient’s use of antidepressants to a family
member. The group of learning disabled people raised a concern that
“efficient sharing of information across services” might involve profes-
sionals gossiping inappropriately about their health and circumstances.
These concerns were not raised by any of the other groups, perhaps

because they regard confidentiality as a fundamental of care.

4.4 | The good, the basic and the unlikely

There was also variation between groups about what could and should
be expected from health care. An aspect of care that was described as
basic or routine in one group might be seen as good, desirable or unat-
tainable in another. To illustrate this point, we consider two exam-
ples: “involvement in decisions about care” and professionals “having

a friendly and caring attitude.”

4.4.1 | Involvement in decisions about care

The older adults group described this as a basic part of health care;
their expectations were broadly in line with a shared decision-making

model®%%

in which doctors advise on clinical aspects of a treatment,
while patients contribute their preferences and priorities to the dis-
cussion. People with long-term conditions saw active involvement in

decision making as essential if treatments are to be effective.

If you don’t want treatment (or if it’s not explained to me)
chances are that | am less likely to comply and take the
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medication/ do the exercise as prescribed. [FG7 partici-
pant 8]

Some participants saw this type of involvement as part of good,
rather than basic care. For example, the migrant workers said that they
liked the fact that in the UK doctors involved them in choices about
treatment and that they could trust that the doctor was not benefitting
financially if the patient chose a more costly procedure.

The drug users group agreed that involvement was an important
aspect and stressed that health professionals also needed to listen to
their views:

P3 Involve me in decisions not just for substance misuse
but medications in general. They don't listen to whether it’s

working or not. Not just doctors or nurses but dentists too.

P4 Stigma comes along as soon as you mention drug use.
[FG3 participants 3 and 4]

Unlike the other groups, drug users drew on their experiences to
show that they did not expect health professionals to listen to them,
or involve them in decisions about treatment. They gave several ex-
amples in which they felt that health professionals had demonstrated
inadequate knowledge about pharmacology. This was contrasted with
the comfortable familiarity with drug interactions, contraindications and
mechanisms of action displayed by the group participants. However,
they knew that as an illegal drug user their requests for pain relief were
routinely regarded with suspicion by the professionals because they are
treated as if (as one participant put it)

..they’ve all got ulterior motives, they're all trying to blag
this and that and the other, and it’s a really easy default
argument to fall back on and because [er] some people are
professional doctors and some people are service users, are
drug addicts, then it's obvious which ones are going to get
listened to and which ones who are going to be respected
and it’s as simple as that really. [FG3 participant 3]

4.4.2 | Afriendly and caring attitude

Participants gave many examples demonstrating why a friendly atti-
tude, from reception staff as well as clinicians, really matters in health

Box 1

care if the patient is to feel able to discuss sensitive health issues. A
friendly caring and warm attitude was commonly presented as an inte-
gral component of care, not an optional extra. Young men, older adults
and the long-term conditions groups all raised concerns about the dan-
ger of “efficiency” being achieved at the cost of empathy. However,
during a discussion about whether staff remembering personal details

about the patients was important, a member of the online group said

| can’t imagine personal care like this but would love it!
The nurses who I've seen in hospital have not been inter-
ested in you as a person at all and are so busy that they
don’t have time to chat with you. It would make you feel
so much more cared for and therefore give you strength
to manage if you felt that they were interested in you as a

person. [FG7 participant 10]

A participant in the drug users group raised an example where the
behaviour of health professionals was described as “appalling” after it
was revealed that a woman in labour was on a Subutex (methadone)
script (see Box 1). Based on their experiences, participants in the drug
users group did not expect health professionals to be kind and caring but

said they would settle for competence:

| don’t expect them to be caring about me, | want them
to do their job. I'd rather have someone who is cold and

clinical who can do a good job. [FG3 participant 6]

5 | DISCUSSION

This study presents empirical data about what members of “seldom
heard” groups see as components of “good care.” Given enduring
health inequalities, we anticipate that these groups may have differ-
ent priorities and different views of what constitutes “good” care. It
is also possible that marginalized people may offer a different, per-
haps clearer, view of the mainstream. While the growing consensus
on the aspects of care that matter most to patients derives from
both research and informed opinion, little attention has been paid to
how perceptions of what is (most) important varies. We have shown
that there is considerable agreement on the factors that are associ-
ated with good care and that many of these are relational aspects
of care.

| remember an incident of being on the maternity suite at the (local hospital) with someone who was giving birth and they, they were on a

Subutex script, so they hadn't used illicit drugs in | think maybe ten years and you know | thought we'd better tell the midwife that this person’s

on a Subutex script. Now they had no idea what Subutex were, they went away and obviously they went away to find out and when they found

out their attitude when they came back was appalling. | mean this person hadn'’t touched drugs in...illicit drugs, in ten years. They put someone

at the end of the bed to watch, watch her from then on and it was stupid, it was very stressful, it was upsetting, it was awful. | complained and,

and we, we got some kind of | don’t really know, an excuse of an apology but it was just the lack of knowledge and ignorance with the, with the

midwife, the maternity suite staff. And they, they should be aware of these, these, these sort of things, | thought it was, it was disgusting.
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There were some differences between groups in the ordering of
priorities which could often be understood through participants’ prior
health-care experiences. Strikingly, while there was general agreement
about what matters in health care, what was regarded as normal care by
one group (e.g. “involvement in decisions” by the older adults) was re-
garded as evidence of good care by others and regarded as aspirational
by another group. In these comparisons, the experiences and expecta-
tions of drug users stood in particularly marked contrast to our reference
group of older adults. The “eye of the beholder” influences what is taken
for granted and what is regarded as exceptional. This is unlikely to be
simply a matter of variation in personal preference, psychological profile
or style. Experience shapes expectations and experiences are shaped
and constrained by social position including sociodemographic variables
such as age, gender, education, occupation and where we live. Health
and care professionals have different expectations and relationship with
middle class older adults, people with long-term conditions, young men,
learning disabled adults, migrant workers, Irish Travellers and illegal drug
users. The differences in what is regarded as an entitlement or privilege
in health care underline the persistence of structural and relational dif-
ferences in how services are experienced,34 or what Pease® calls, the
“normativity of privilege.” We could, on reflection, suggest that the origi-
nal decision to focus on “good” health care was based on a normative as-
sumption within the research team that there is a shared understanding
of what constitutes “basic” health care. Indeed, the examples of “good”
care participants provided outside of the eight core components (includ-
ing prompt referral and receiving appropriate care for the problem) are
examples of what we would consider to be “basic” care.

The study has limitations; for example, despite the best efforts and
good contacts of our PPI colleagues, we were unable to get past gate-
keepers to recruit very frail elderly people living in residential care.
Other limitations are common to focus group designs, for example
that, even in carefully facilitated groups, some participants may be re-
luctant to express their views in front of others. The migrant workers
group included different levels of competence with English, which was
challenging for the translator. All sessions started with an open discus-
sion about good care, during which many of the accounts cited exam-
ples of inadequate care. We are aware that these stories may be more
“tellable” than descriptions of care that is all right; we are also aware
that people who feel powerless may be trying to balance the books
when they relate an atrocity story36 rather than simply relating what
happened.®” Indeed, we find it hard to conceive of any simple factual
descriptions of events in relation to health care: thus, the strength of
analyses such as ours lies in a comparative and interpretive approach.

There are several implications of our findings for researchers
and for those designing service improvements, including consider-
ations for sampling and interpretation of patients’ reports of care,
and the mix of experience sought to contribute to codesign groups.
Our findings may help researchers and policymakers who are tasked
with collecting, comparing and interpreting patients’ perspectives on
their care. We have shown that people from a broad range of “seldom
heard” groups have similar priorities about what is valued in health
care; thus, survey instruments based on current understandings of the
core components of good care are likely to cover appropriate domains.

Population characteristics, including familiarity with health and care
services, which influence experiences may be hard to discern through
conventional socio-demographic data.

Codesign approaches, in which patients and members of the public
are invited to help staff identify problems and plan service improve-
ments, have gained popularity.®® Our study suggests that such initia-
tives may sometimes benefit from involving people with relatively little
experience of health services, as well as seasoned patients. Members
of the public who bring a fresh eye to services can challenge assump-
tions and bring new insights. The young men group, with relatively
little experience of hospital care, raised issues that may be relatively
invisible to those who have been working in, or using, a service for
many years. For example, noise may be taken for granted in hospitals,
but is not inevitable and its impact could be reduced.®? The confiden-
tiality of the consultation may be taken for granted by those who have
never had reason to expect it would be otherwise. However, there
would be losses if only people who can turn a fresh eye to health ser-
vice problems were involved—it is sometimes only when people have
considerable experience of health care that they start to realize how
the system works or become aware of variation in skills and service
provision.

This work contributes to a field where there has been little evi-
dence about whether (how and why) patients ideas about what con-
stitute good care may differ for those in “seldom heard” groups. Our
study was designed to look at the components of “good care” rather
than “basic care”—participants also expected their health care to be
safe and that health professionals would be well trained and aware of
best treatments.

Exploring the relevance of the core components of good care in
the focus groups found there were some differences in what is seen
as important about health care in these “seldom heard” groups, and
certainly no suggestion of a completely different value system, yet
experiences and expectations of these prioritized aspects of care
were very different underlining the persistence of structural and re-
lational differences in how services are experienced. Thus, while we
can be reassured that the reach of existing outcome measures and
experience survey instruments may be robust across different groups
of patients, including those who are seldom heard, a more intracta-
ble challenge remains: how to provide equitable health care in an

unequal society.

ACKNOWLEDGEMENTS

The authors would like to thank the wider team of co-investigators:
Louise Locock, Ray Fitzpatrick, Tim Stokes, Glenn Robert, Norma
O’Flynn and other members of the research team and department;
Victoria Thomas, Kristina Bennert, Sophie Pask, Angela Martin and
Jessy Morton. Thanks are also due to the participants of the focus
groups and the online discussion forum, and also facilitators external
to the research team, including the three lay members of the project
advisory group, Fiona Loud, David Martin and John Roberts without
whom we would not have had the privilege of hearing the voice of
those generally not included in research.



RYAN ET AL.

CONFLICT OF INTEREST

The authors have no conflict of interests to declare.

REFERENCES

1.

10.

11.

12.

13.

14.

15.

16.
17.

18.

Francis R. Report of the Mid Staffordshire NHS Foundation Trust Public
Inquiry. London: The stationery office; 2013.

Roberts DJ. The Francis report on the Mid-Staffordshire NHS
Foundation Trust: putting patients first. Transfus Med. 2013;23:73-76.
Department of Health. Patients First and Foremost: The Initial
Government Response to the Report of the Mid Staffordshire NHS
Foundation Trust Public Inquiry. The Stationery Office; 2013;8576.
Smith AH, Dixon AL, Page LA. Health-care professionals’ views
about safety in maternity services: a qualitative study. Midwifery.
2009;25:21-31.

Morrow E, Boaz A, Brearley S, Ross F, Seldom-Heard Groups.
Handbook of Service User Involvement in Nursing and Healthcare
Research. John Wiley & Sons; 2011:106-119.

Marmot M, Bell R. Fair society, healthy lives. Public Health. 2011:54-510.
Robert G, Cornwell J. Rethinking policy approaches to measuring and
improving patient experience. J Health Serv Res Policy. 2013;18:67-69.
Entwistle V, Firnigl D, Ryan M, Francis J, Kinghorn P. Which expe-
riences of health care delivery matter to service users and why? A
critical interpretive synthesis and conceptual map. J Health Serv Res
Policy. 2012;17:70-78.
https://www.nice.org.uk/media/default/About/NICE-Communities/
Public-involvement/Developing-NICE-guidance/Factsheet-2-
contribute-to-developing-clinical-guidelines.pdf. Accessed August 3,
2016.

Florin D, Dixon J.
2004;328:159.
Conklin A, Morris Z, Nolte E. What is the evidence base for public
involvement in healthcare policy? results of a systematic scoping re-
view. Health Expect. 2015;18:153-165.

Boivin A, Currie K, Fervers B, et al. Patient and public involvement in
clinical guidelines: international experiences and future perspectives.
Qual Saf Health Care. 2010;19:1-4.

Boivin A, Green J, van der Meulen J, Légaré F, Nolte E. Why consider
patients’ preferences? A discourse analysis of clinical practice guide-
line developers. Med Care. 2009;47:908-915.

Ryan S. Engagement and inclusivity in researching patients’ ex-
periences. In: Ziebland S, Coulter A, Calabrese JD, Locock L, eds.
Understanding and Using Health Experiences: Improving Patient Care.
Oxford: OUP; 2013:127-137.

Lemert C. Social things: An Introduction to the Sociological Life.
Maryland: Rowman & Littlefield Publishers; 2011.

Scambler G. Health inequalities. Sociol Health llin. 2012;34:130-146.
Garthwaite K, Smith KE, Bambra C, Pearce J. Desperately seeking
reductions in health inequalities: perspectives of UK researchers on
past, present and future directions in health inequalities research.
Sociol Health llin. 2016;38:459-478.

Nolan MR, Davies S, Brown J, Keady J, Nolan J. Beyond ‘person-
centred’'care: a new vision for gerontological nursing. J Clin Nurs.
2004;13:45-53.

Public involvement in health care. BMJ.

19.

20.

21.

22.

23.
24,

25.

26.

27.

28.

29.

30.

31

32.

33.

34.

35.

36.

37.

38.

39.

WILEY--%

Institute of Medicine (US). Committee on Quality of Health Care in
America. Crossing the Quality Chasm: A New Health System for the 21st
Century. National Academy Press; 2001.

Ferlie EB, Shortell SM. Improving the quality of health care in the
United Kingdom and the United States: a framework for change.
Milbank Q. 2001;79:281-315.

Ziebland S, Hunt K. Using secondary analysis of qualitative data of
patient experiences of health care to inform health services research
and policy. J Health Serv Res Policy. 2014;19:177-182.

Ziebland S, Locock L, Fitzpatrick R, et al. Informing the development
of NICE (National Institute for Health and Care Excellence) quality
standards through secondary analysis of qualitative narrative inter-
views on patients’ experiences. Health Serv Deliv Res. 2014;2:1-205.
BarbourRS. Making sense of focus groups. Med Educ. 2005;39:742-750.
Rubin HJ, Rubin IS. Qualitative Interviewing: The Art of Hearing Data.
Los Angeles: Sage; 2011.

Kitzinger J. The methodology of focus groups: the importance
of interaction between research participants. Sociol Health llin.
1994;16:103-121. p. 108.

Wellings K, Branigan P, Mitchell K. Discomfort, discord and discon-
tinuity as data: using focus groups to research sensitive topics. Cult
Health Sex. 2000;2:255-267.

Nind M. Conducting qualitative research with people with learning,
communication and other disabilities: methodological challenges.
2009; 24pp. (ESRC National Centre for Research Methods Review
Paper, NCRM/012).

Kaehne A, O'Connell C. Focus groups with people with learning dis-
abilities. J Intellect Disabil. 2010;14:133-145.

Stewart K, Williams M. Researching online populations: the use of
online focus groups for social research. Qual Res. 2005;5:395-416.
Kitzinger J. Using focus groups to understand experiences of health
and illnesss. In: Ziebland S, Coulter A, Calabrese JD, Locock L, eds.
Understanding and Using Health Experiences. Oxford: OUP; 2013:
p49-59.

Martinez-Ebers V. Using monetary incentives with hard-to-reach
populations in panel surveys. Int J Public Opin Res. 1997;9:77-86.
Makoul G, Clayman ML. An integrative model of shared decision
making in medical encounters. Patient Educ Couns. 2006;60:301-312.
Elwyn G, Frosch D, Thomson R, et al. Shared decision making: a model
for clinical practice. J Gen Intern Med. 2012;27:1361-1367.

Sassi F. Health Inequalities: A Persistent Problem. Towards a More Equal
Society. Bristol: The Policy Press; 2009:135-156.

Pease B. Undoing Privilege: Unearned Advantage in a Divided World.
Zed Books; United Kingdom, pp. 240. ISBN 9781848130296 (2010)
[Authored Research Book].

Baruch G. Moral tales: parents’ stories of encounters with the health
professions. Sociol Health Ilin. 1981;3:275-295.

Stimson G, Webb B. Going to see the doctor. London: Routledge
and Kegan Paul. STYLES, B. (1994). Viol bodies. Health Serv J.
1975;3:30-32.

Robert G. Participatory action research: using experience-based
co-design to improve the quality of healthcare services. In: Ziebland S,
Coulter A, Calabrese JD, Locock L, ed. Understanding and Using Health
Experiences—Improving Patient Care. 2013:138-149.

Hinton L. Health Experiences Research Group. The intensive care unit
was so noisy | couldn’t sleep. BMJ. 2016;353:i2150.


https://www.nice.org.uk/media/default/About/NICE-Communities/Public-involvement/Developing-NICE-guidance/Factsheet-2-contribute-to-developing-clinical-guidelines.pdf
https://www.nice.org.uk/media/default/About/NICE-Communities/Public-involvement/Developing-NICE-guidance/Factsheet-2-contribute-to-developing-clinical-guidelines.pdf
https://www.nice.org.uk/media/default/About/NICE-Communities/Public-involvement/Developing-NICE-guidance/Factsheet-2-contribute-to-developing-clinical-guidelines.pdf

